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Caring for someone in the advanced stages of dementia
can be incredibly challenging, but it's also a compassionate
and meaningful role — and one that requires patience,
empathy, and unwavering dedication. This leaflet, written
for carers, by carers, offers practical tips, encouragement, and
shared experiences from those who've walked this path.

There is no single agreed definition of advanced dementia, but it’s

widely recognised as a stage where symptoms become more complex and severe.

This leads to increased dependency and greater care needs. Familiar tasks may
become difficult or impossible, and the person may increasingly rely on you, their
carer, for comfort, safety, and support with their overall wellbeing. Advanced dementia
affects each person in their own way. There’s no set pattern or timeline for how this
stage unfolds, and every person living with dementia is unique.

What works well for one person may not work for another - but we share these
reflections in the hope that they help you look beyond the challenges and discover
approaches that work for you. It’s also important to remember that every carer has
their own threshold. Much of this guide focuses on supporting someone at home, but
if you're considering residential care, please don't feel guilty. It's not a failure - it's a
decision made with love in a way that’s sustainable for you both/

“For me, | knew the situation was getting more advanced when | realised,
I could no longer leave mum on her own.”

Looking after yourself

When you're caring for someone, it's easy to put your own needs last, but your health and wellbeing are
just as important. Even brief moments of rest can make a difference. Support might come from family,
friends, professionals, or local services—so don't hesitate to ask and allow yourself to accept help when
it's offered.

If you're feeling overwhelmed with your caring role, contact your local social work department and
request:

+ A Care Needs Assessment for the person you care for
« An Adult Carer Support Plan for yourself

If support needs are identified, you may be offered Self-Directed Support (SDS), giving you more control
over support arrangements.

"Many carery don't realise just how drained or overwhelmed they've become - it’s often a
friend or a professional who notices first. | didn’t think I needed support either, but when
Someone pointed it out; it somehow [elt like a huge relief.”



Providing daily care and comfort
Daily care is about more than meeting physical needs—it's about creating a sense of calm, dignity,
and emotional safety. Keeping routines consistent can help reduce anxiety and bring comfort.
Gentle support with hygiene can make a big difference. Using warm water, soft cloths, and reassuring
words helps maintain comfort and dignity, especially when certain tasks feel distressing.

Breaking tasks into small, manageable steps can ease confusion. Calm reassurance, eye contact, and
simple prompts can help the person feel more confident and supported.

“My wite had trouble getting into the car, not because she was physically unable, but
because she couldn’t quite understand how to position herself. What worked for me was
placing a coin on the car floor where her foot needed to go. I'd gently say, ‘Put your foot
on the coin’; and that simple prompt gave her jus{’ enough direction to partly get into
the car. From there, | could help ease her onto the seat.”

Responding to changes in behaviour
Changes in behaviour can be difficult to navigate, but they often reflect underlying needs such as
confusion, frustration, or discomfort.

Staying calm, watching body language, and responding gently can ease distress. Small adjustments, like
explaining actions, creating a peaceful evening routine, or simply smiling can make a big difference in
how the person feels and reacts.

To help reduce the effects of sundowning, a term describing increased confusion or agitation in the

late afternoon or evening, it's important to maintain a calm, simple, and familiar environment. These
strategies can ease anxiety and promote a sense of safety.

Please always remember, if any out of character behaviours become hard to manage, don’t hesitate to
seek support from healthcare professionals.

“We had a wet room, and the care workers were taking my wile into the shower in her
wheelchair. She was very distressed, shouting that she didn't like it. When | went in o see
what was happening, | realised why—she was facing directly into the shower spray,
and | knew she didn't like that. Just turning her around made all the difference.”

Support with eating and drinking

Mealtimes are about more than just nutrition; they can
offer comfort, routine, and connection. As dementia
progresses, changes in memory, coordination, and
swallowing may make eating more challenging. If you
notice signs like coughing, choking, or hesitation when
eating, it could indicate swallowing difficulties. In that case,
speak to your GP about a referral to a speech and language
therapist for specialist support.

Creating a calm, distraction-free space and offering familiar,
easy-to-eat foods can make mealtimes more enjoyable. Simple & ‘
changes—like using bold-coloured plates, adapted cutlery, and ‘&b s g
encouraging regular drinks—can help maintain comfort and dignity. ‘\( ~—S

“I learned fo slow doww, §it with my wife, and gently guide her through
each bite. When swallowing became harder, the speech and language therapist
helped us make small changes that made a big difference.”

Managing continence challenges

Continence changes are common in advanced dementia, but support is available. Establishing regular
toilet routines, improving visibility with signage or lighting, and choosing easy-to-remove clothing can
help maintain comfort and dignity. If you notice signs of infection or discomfort, speak to your GP or
local continence service for advice and possible access to free or subsided NHS products.

Night-time care can be particularly demanding. Waterproof bedding, spare clothes, and gentle cleaning
routines can make things more manageable. Being prepared helps reduce stress and supports a calmer
experience for both you and the person you care for.

Public toilet access: A ‘Radar’ key unlocks thousands of accessible toilets across the UK. Available online
from Disability Rights UK.

“I kept everything ready for night-time changes, fresh sheets, clothes, and wipes.
After helping my husband to dean and change, and change the bedding, I'd place all the
foiled items n the bath to deal with in the morning. Being prepared helped me stay calm

and made the whole process {eel a wee bit more mamqeable. o

Emotional and sensory connection

Even when speech fades, emotional connection remains strong. Familiar sounds, scents, and gentle
touch can offer comfort and reassurance. Playing favourite music, using calming scents, or simply
holding hands can help the person feel safe and connected.

Creating a soothing environment with soft lighting and quiet spaces can ease agitation. Activities
like watching a favourite show can offer moments of independence, while eye contact can become a
powerful way to communicate when words are no longer possible.

“Mum hadn’t spoken for the last [ew years, but she could hill hold

eye contact really well. That became our way of communicating, )IAS‘{’ looking
nto each other’s eyes. It wag quie{', but it meant a lot.”



“My advice is to plan ahead for bigger home changes like stair lifts or wet rooms—they
cam take a while to arrange, especially if you're going through the coundil. Smaller things
like qmb rail§ ave usually much quicker to get sort M

Practical aids and adaptations

The right equipment and adjustments can make caring safer, Useful contacts

more comfortable, and easier to manage. From mobility supports Alzheimer Scotland’s
and personal care items to communication aids, small changes National Dementia
can have a big impact. Speak to your GP, district nurse, or local Advisor Service

social work department to explore what might be helpful in your 0300 373 5774
situation.

. Alzheimer Scotland’s
Discover your own approach 24 hour Freephone
As you lco‘n'tir;'u’e thiséourney, plea§e rer"nemberdthat‘there’s Dementia Helpline
no single right’ way. Every person is unique, and so is ever
caringgrole. %Ne hoge thesye shared experiences offer comfc);rt, 0808 808 3000
encouragement, and help you explore approaches that feel right www.alzscot.org

for you and the person you care for.

And finally, please remember -
you're not alone.

The journey of caring can be full of challenges, but you don't have
to face them by yourself. Trust your instincts, reach out when

you need support, and know that even in the hardest moments,
connection, advice, and understanding are always within reach.
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‘For Carers, By Carers’ were first created in 2016 by NDCAN members, with funding from The Life
Changes Trust, to share their knowledge to help other carers. In 2024 members reviewed

and updated them.
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members who reviewed them - Joanna Boddy, Maureen Huggins, Thea Laurie and lan Tomney.
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